Background
Background
The desire for hastened death or wish to hasten death (WTHD) that is experienced by some patients with advanced illness is a complex phenomenon for which no widely accepted definition exists. This lack of a common conceptualization hinders understanding and cooperation between clinicians and researchers. The aim of this study was to develop an internationally agreed definition of the WTHD.
Methods
Following an exhaustive literature review, a modified nominal group process and an international, modified Delphi process were carried out. The nominal group served to produce a
Introduction
Over the last two decades the phenomenon of the desire for hastened death has attracted growing interest in the health literature. However, conceptualizing this desire or wish to hasten death (WTHD) and establishing its scope is difficult due to a lack of clarity regarding both clinical and terminological aspects [1] [2] [3] [4] . In fact, there has yet to be a formal attempt to define the concept, and most clinical studies on this issue do not clearly describe the target phenomenon or the conceptual framework being applied [1, 2] . Overall, the lack of precision and consistency in the terminology used makes it difficult to interpret and draw conclusions from research in this field [5] .
In the palliative care (PC) literature, terms such as 'wish' or 'desire' 'to die' or to 'hasten death' or other related expressions are used interchangeably [6] [7] [8] [9] [10] [11] , which is understandable given that their meanings in everyday speech are largely indistinguishable [3] . However, reference is sometimes made to someone 'considering', 'intending' or 'deciding' to die or hasten death without any consideration of the possible nuances involved, that is, of the difference between thoughts of dying in the context of suffering and a genuine wish to die or to hasten death [3] . To complicate matters further, researchers sometimes refer to a 'request' to die or to hasten death, or resort to terms that have a more specific meaning in this context, such as assisted suicide or euthanasia 3 , despite there being important differences in what these situations imply at the clinical, ethical, legal and social levels. It should also be noted that the literature often fails to make the necessary distinction between the kinds of situations referred to by the aforementioned terms and a scenario in which a person simply expresses an acceptance of death or, as a result of his or her spiritual or religious beliefs, calmly contemplates a better life ahead [2, 5] . In addition to these terminological issues, the subjective nature of the WTHD and the circumstances surrounding it may not only have different meanings for different patients but also meanings that change over time for a given individual [12] . Indeed, any one patient may experience numerous, partial or even, at times, contradictory wishes [13] [14] [15] . Although important conceptual advances have been made in recent years [2, 12, [16] [17] [18] [19] , the complexity of the issue and the ambiguity affecting the terminology used have posed a problem not only for clinical studies of the prevalence or aetiology of the phenomenon, but also for research into its ethical, legal and social aspects. In an attempt to improve understanding of the WTHD, an international workshop involving experts from 15 European institutions was held in Barcelona in November 2013. In line with a point made by a number of authors [2, 3, 20] , this workshop ratified the need for greater conceptual precision regarding the WTHD, and work began on developing an operational definition that would allow better communication both within and between multidisciplinary groups of researchers and clinicians.
The ultimate aim of this work is to facilitate research in this area and to use the knowledge gained to improve the care offered to patients in such circumstances. In this context, the present paper describes the process towards an internationally agreed operational definition of the WTHD, one that could help to overcome some of the limitations described above.
Material and Methods
The process involved three phases: 1) review of the literature and discussion within the Steering Group (SG), comprising three researchers [AB, CMR and JPS], who coordinated the whole process, 2) a modified nominal group process with European experts, and 3) a modified Delphi process involving participants from around the world. The modified Delphi process was similar to the full Delphi in terms of procedure and intent, the main difference being that we started from a set of selected statements that had been drafted on the basis of a literature review and the results obtained in the nominal group process. This study was approved by the ethics committee of Universitat Internacional de Catalunya.
Literature Review
The SG began by carrying out an exhaustive review of the literature in order to establish key aspects related to the study phenomenon [1] [2] [3] [4] . The search strategy used in PubMed included the following keywords: "wish to die", "wish to hasten death", "desire to die", "desire for death" and "desire for early death".
The extensive literature review covered a range of research perspectives on the WTHD, including primary qualitative studies that analysed the phenomenon from the patient's point of view, [14, 16, 19, [21] [22] [23] [24] [25] , mixed methods research [7] , studies that explored the views of health professionals [26] [27] [28] and the analysis of systematic reviews of the topic [3, 4, 19] . This enabled us to establish an initial conceptual framework that served as a starting point for the following two stages of the research. The literature consistently indicated that in the context of advanced physical disease, the desire to die has a multifactorial origin and that it is principally determined by psychological, social, spiritual and existential factors [9, 10, [29] [30] [31] [32] [33] [34] .
Modified Nominal Group Process
International participants with research and clinical profiles were selected from various European countries and disciplines to ensure heterogeneity. The nominal group (NG) was then conducted in Barcelona in November 2013 according to a predetermined schedule involving four stages [35] . (See Table 1 ).
Modified Delphi Process
This technique is based on sequential questionnaires that are completed individually and anonymously by a panel of experts with the aim of reaching a consensus. The key strengths of this approach are the anonymity of participants, structuring of the information flow and provision of regular feedback coordinated by the SG [36, 37] . Using the preliminary results obtained in the literature review and NG processes, we employed a Delphi process involving three rounds.
Participants in the Delphi process were selected by means of intentional sampling. Specifically, we drew up a list of potential participants with reputable experience in the area of study and fulfilled at least one of the following criteria: health professionals with clinical experience in the field of PC, or researchers with knowledge and/or experience related to the WTHD. In order to achieve a high-quality Delphi process, a heterogeneous group of experts was recruited specifically, we selected participants from across various geographical regions (Australia, Belgium, Canada, Germany, The Netherlands, Norway, Spain and the USA,) and from different professional fields (Table 2 ). Potential participants were contacted by email and informed about the aims of the study, the tasks involved and the estimated necessary time commitment they would need to make.
Questionnaire Development and Delphi Process
Based on the literature review, the workshop contributions and the views of the SG, a preliminary set of key concepts to be included in a definition of the WTHD was drawn up. In order to facilitate discussion of these ideas, a questionnaire was developed that would enable participants to give their opinion about each of the concepts included in the proposed definition and, in particular, the wording of the definition as a whole. To this end, the questionnaire established a preliminary definition of the WTHD, as well as a breakdown of each of the statements or concepts included in it. The task for each participant was to rate their agreement with each proposed statement on a five-point scale (from 5 = strongly agree to 1 = strongly disagree). Space was also provided for participants to make comments and/or suggest an alternative 
Generation of ideas
The objectives of the session were set out A summary was offered of current knowledge about the WTHD Questions were posed to generate ideas and debate
Stage 2
Discussion Aims:
Clarify ideas generated in stage 1
Explore opinions
Add further proposals
Care was taken to ensure that each participant felt that his or her contributions were valued
For the purposes of future study and discussion by the SG, the content of this session was written up
Stage 3

Summary and conclusions
Participants were asked to consider any additional ideas that arose after hearing the views of others
In order to generate new ideas, all the participants' contributions were discussed
Stage 4
Individual prioritization
All the participants were asked to prioritize in writing the main conclusions resulting from the process so far
Those participants who wished to present their prioritized conclusions to the group as a whole were given the opportunity to do so wording for each proposed statement or concept. Likewise, they could suggest an alternative complete definition and/or make general comments. This preliminary questionnaire was piloted by sending it to two experts in the field. The questionnaire was sent by email to the panellists chosen for the first round of the Delphi process. The SG had previously established that this process would include two or three rounds, and that for a statement to be accepted, a minimum of 70% agreement would need to be reached among the panellists. The results from this first round were collected by the SG and a revised version of the definition was drawn up based on the responses received. Using the same questionnaire, this revised version was then sent to the panellists for further rating. To facilitate this task, the results from the first round (comments, individual ratings, and percentage agreement reached) were anonymized and shared with participants via a secure cloud-based system. This same procedure of feeding back the results prior to further rating was followed between rounds two and three. Fig 1 shows the process followed in reaching a consensus.
Statistical Analysis
Data were analysed by two members of the research team (AB, CMR). Questionnaire responses were entered into Microsoft Excel spreadsheets, and the weighted targeted agreement for each statement was calculated using the algorithm proposed by Tastle and Wierman [38] .
Results
Nominal Group (NG)
Seventeen professionals from 15 European institutions in Belgium, Germany, The Netherlands, Norway and Spain participated. The group debate enabled those involved to share knowledge, to develop a greater understanding of the phenomenon and to reach a number of key agreements. During the NG process, participants acknowledged that there is a lack of conceptual precision regarding the wish to die [1] [2] [3] 5] , and they agreed that this underlined the need to develop an operational definition that would allow better communication both within and between groups of researchers and clinicians. A number of other shared conclusions were reached by participants during the debate (Table 3) .
The group also agreed that further work of the kind they had been engaged in would be necessary, and that the inclusion of new participants from different cultures and professional backgrounds would extend the scope of the study. In this context it was decided that an internetbased Delphi process would be an ideal way of reaching a definition that fulfilled each of these characteristics. 
Modified Delphi Process
Of the 29 experts who were initially contacted, 24 agreed to participate; of these, 15 had previously taken part in the NG. All 24 experts completed the three rounds of the Delphi process. Table 2 shows the key participant characteristics of experts in all three rounds of the Delphi process. Table 4 shows the percentage agreement reached for each concept/statement after each round, as well as the proposed changes based on the panellists' comments.
First round. At the end of this round, the overall agreement reached was 80.7%. None of the individual concepts/statements yielded agreement below the 70% cut-off established by the SG; therefore, it was decided that all 12 statements would be included in the following rounds. The specific analysis of each concept, however, led to a number of changes to the wording of statements 1, 2, 4, 6 and 7 ( Table 4) . The decision to make these changes was based on the percentage agreement reached, and on the experts' comments regarding more qualitative aspects. In this round, four of the panellists argued that the definition did not need to mention the factors related to the emergence of the WTHD (concepts 8 to 12). Upon reflection, however, the SG decided to maintain the reference to these factors but in a separate paragraph headed 'Addendum' (see Discussion). In addition, the views of these panellists were made clear in the feedback in order to gather the opinions of all participants in the next round.
Second round. By the end of this round, the overall agreement had reached 90.8%. Agreement was above 80% for all the individual concepts, with the exception of statement 3 ("from which the patient can see no way out other than to accelerate his or her death"); here, two panellists expressed doubts about whether the word 'see' or 'feel' should be used, alluding to the extent to which this aspect of the phenomenon was rational or emotional), which reached 79.7%, still well above the minimum established.
The qualitative analysis of Round 1 led to the SG making two decisions in relation to the following. First, the analysis of the panellists' comments showed that most were in favour of maintaining the reference to possible causal or related factors. Consequently, the SG decided against putting this information in a separate paragraph headed 'Addendum'. The solution chosen instead was to change the title of the proposal to 'Definition and related factors' and to include all the information in a single main text, thereby avoiding a partial use of the definition that would undermine its value. Second, statement 2, "in the context of a life-threatening condition", generated debate among the panellists, some of whom felt it was too restrictive and would not be applicable to situations such as a sudden impairment of functioning or to people who were simply tired of living. Since "life-threatening condition" is the precise term that is generally used to define patients receiving PC, the consensus of the SG was towards maintaining this expression.
Third round. All the panellists expressed agreement with the final definition, as well as with the proposed title (Definition of the WTHD and its related factors). Most of the comments in this round, which produced several nuances of opinion, focused on statement 2 ("in the context of a life-threatening condition"), but it was agreed that its inclusion helped link the definition more closely to the PC context in its wider sense. A number of other isolated comments were made by some panellists and these are addressed in the Discussion below.
Final Definition of the WTHD and its Related Factors
The WTHD is a reaction to suffering, in the context of a life-threatening condition, from which the patient can see no way out other than to accelerate his or her death. This wish may be expressed spontaneously or after being asked about it, but it must be distinguished from the acceptance of impending death or from a wish to die naturally, although preferably soon.
The WTHD may arise in response to one or more factors, including physical symptoms (either present or foreseen), psychological distress (e.g. depression, hopelessness, fears, etc.), existential suffering (e.g. loss of meaning in life), or social aspects (e.g. feeling that one is a burden).
Discussion
The process of reaching a consensus regarding an operational definition of the wish to hasten death (or 'desire for hastened death', since the terms 'wish' and 'desire' have been used synonymously throughout the study) has been both laborious and revealing. Each word of the definition has been considered at some point or other during the discussions, and this suggests that professionals in this field regard the creation of a consensus definition as being of importance. It should be noted that the proposed definition focuses on the 'desire' or 'wish' to hasten death, and not on euthanasia, physician-assisted suicide or actions such as the voluntary refusal of food and fluids. Indeed, our aim was precisely to explore in greater depth the conceptualization of this broader issue, that is, the WTHD, which may precede these other more specific acts. In our view, it is this issue which is of greater interest from a clinical point of view. Thus, although further efforts are required, we believe that the work described in this paper will help to refine existing concepts and facilitate greater understanding among and between clinicians and researchers, thus opening up new and important avenues for future investigation.
Aspects of the consensus definition that should be highlighted
The first point to note is that the WTHD is defined as a reaction to suffering. Although there was some debate over whether the extent of suffering should be specified, for example, by including an adjective such as 'extreme', 'overwhelming' or 'unbearable', the final decision was that this was not required. It was argued that not all cases would necessarily involve suffering of this kind. Furthermore, confusion could arise from the use of the word 'unbearable', due to its association with legal initiatives related to assisted suicide or euthanasia. The inclusion of other adjectives such as 'global' or 'multidimensional' was also debated, but once again it was decided that this was unnecessary, since intense suffering inevitably affects all dimensions of the human individual [39] .
A second point is that the definition is circumscribed to people with significant physical illness or incapacity. Although the purpose of the definition was not to specify differences between the WTHD and suicidal ideation, which in fact would be difficult to distinguish, it was agreed that the term WTHD should specifically be used when such a wish is experienced by sick people with limited life expectancy, or by patients requiring PC in the widest sense. In this regard, there was also some deliberation over whether the definition should include the expression 'life-threatening condition' or 'life-limiting condition'. Initially, the term 'limiting' (with its implicit reference to both time and physical limitations) was felt to be adequate, but it was eventually decided that 'life-threatening condition' was closer to the terminology used in existing definitions of PC, such as that established by the World Health Organization [40] . Although the consensus view among panellists was that the definition should apply strictly to the context of significant physical illness or disability, this does not rule out the possibility that future revisions might see its scope being extended to cover older people who report being 'tired of living' in the absence of a life-threatening condition. As is clear, however, from a recent systematic review [41] , only a small number of empirical studies have examined this issue in older people, and even fewer have analysed the phenomenon in the absence of mental disorder or a life-threatening condition.
Another feature that emerged during the process of producing the definition was that the WTHD might be present even if not explicitly expressed by the patient. The suggestion to include this aspect was accepted in all three rounds of the Delphi process, and it highlights the perceived clinical importance of detecting the phenomenon and of asking the patient about it, even if he or she has not openly expressed such a wish.
The final part of the first paragraph of the proposed definition draws attention to two situations that would not be regarded as synonymous with a WTHD. The first situation would be an acceptance of death, in the hope that it would be peaceful and without suffering, or with a degree of suffering that would be bearable or accepted. This situation would include those patients who see death as a natural process in the context of their condition, that is, something accepted but not actually desired. The second situation is a wish to die without an accompanying wish to hasten death. Wishes of this kind may be associated with the hope of a better life after this one (spiritual, religious or philosophical beliefs, etc.), or with ideas of relief or rest, but without any serious plans to hasten death.
A further point to note is that differentiating between the WTHD and suicidal ideation in people with evident psychiatric, psychological or emotional problems does not seem possible, especially given that severe physical illness is known to be a risk factor for suicide attempts among those with suicidal ideation [17, [42] [43] [44] [45] . In this respect, the WTHD would be an overarching term that would include suicidal ideation as one type of such a wish or, in the case of suicide, as an action related to it. Given the complexity of this issue, it is unsurprising that the distinction between suicidal ideation and the WTHD was a question that generated considerable debate among panellists. It is worth noting, however, that it was the experts from the field of psychiatry who were most against the idea of a clear distinction being drawn between the two concepts. What is clear is that it is important to rule out depression or another mental disorder when seeking to identify the presence of a WTHD [2, 44] .
Multifactorial nature of the WTHD
The second paragraph of the proposed definition emphasizes the multifactorial nature of the phenomenon and draws attention to some of the aspects most commonly observed in conjunction with the WTHD. The opportunity to include a mention of these 'related factors' was another issue that provoked an interesting debate during the Delphi process. At one point it was argued that, strictly speaking, this fragment need not form part of the definition. However, the final decision was to include a reference to related factors as this helps to specify the concept of the WTHD and to remind clinicians about aspects that should be explored in terms of their possible contribution to such a wish. The aim in mentioning these factors was not to be exhaustive but simply to draw attention to potentially key aspects underpinning the WTHD. While some of the factors included in the definition underwent minor changes as a result of comments made during the three Delphi rounds, the panellists invariably agreed upon the need to mention 'existential suffering (e.g. loss of meaning in life)', even though the literature contains no precise definition of what this means in practice [46, 47] .
During the Delphi process there was also discussion over whether this final section should include mention of possible meanings that the wish to die might have for the patient, for example, fear (of symptoms getting worse or of the process of dying), a cry for help or the desire to gain some control over life [4, 12, 15, 34] . However, it was ultimately decided that the definition would be more concise.
The possibility of including the content of the second paragraph as an Addendum rather than as a main part of the definition was also considered. The conclusion, however, was that it would be better to retain this content as part of the overall statement and change the title of the latter accordingly, that is, to 'Definition of the Wish to Hasten Death and its Related Factors'. By including both paragraphs within a single text, there was no risk that the definition might be undermined as a result of only a part of it being taken into consideration. This decision was viewed particularly positively by panellists with a more clinical professional role.
Mention should also be made of certain aspects or finer details that, despite the overall consensus reached, proved to be somewhat controversial and saw different views being expressed. For example, in relation to the concept/statement "from which the patient can see no way out other than to accelerate his or her death", some panellists were reluctant to use the expression "can see", which they felt could be interpreted as the outcome of a rational process (i.e. after the analysis of all options) rather than as a more emotional impulse, one linked to feelings.
Although the possibility of using the expression "can feel" was considered, it was finally decided that the most practical solution was to retain the original wording ("can see"), since the general view was that, in reality, both feeling and reason can be implicated in such a wish.
Different opinions were also expressed regarding whether the definition should reference the potentially fluctuating or ambivalent nature of the WTHD, although ultimately it was decided not to mention these nuances in the definition.
In our view, the present study has a number of strengths. The process followed is an appropriate way of reaching agreement over a definition of the WTHD that could be widely accepted. Indeed, the methodology used (NG and Delphi process, preceded by an exhaustive literature review) has been applied in similar studies conducted in various disciplines [48] [49] [50] [51] [52] , and has contributed to the development of common frameworks and working standards that are crucial for advances in biomedical science. The process here involved experts from different countries and various professional disciplines who had a range of experience in relation to the topic in question. Some had a more clinical background, while others were more research-based. This variety offers the possibility of combining different views regarding the phenomenon.
We also acknowledge that the study had limitations. The study is perhaps limited by the relatively small number of participants (n = 24) in the Delphi process, many of whom had already taken part in the NG. A further limitation relates to the lack of participating experts from Asia, Africa or the Middle East, given that there may be cultural differences in attitudes towards hastened death. Although the debate would clearly have been enriched by the participation of a larger number of experts, who may have brought other opinions or discrepant views that are not represented here, we nonetheless believe that the most significant opinions are likely to have been covered, making the exercise both participatory and operative.
Implications for practice and for research
It should be emphasized that the proposed definition is primarily aimed at-and developed from within-the PC context. PC is understood here in the broad sense, as a multidimensional health intervention that many patients, especially those with chronic illness or degenerative disease, may require at some point in their lives [40] . In this context, a better understanding of the WTHD and a common language for describing it may improve communication both among professionals and between patients and professionals when seeking to address the phenomenon. Distinguishing and defining the WTHD more clearly will also help in terms of its early detection, and should highlight for all those involved in the care of these patients the importance of exploring such a wish and identifying both the meaning it has for a given individual and the factors related with it. However, this will also bring a new set of challenges, since professionals will need to develop the communication skills required to explore and tackle this issue, and individualized treatment protocols will need to be drawn up to reduce the suffering of patients. In this respect, the suffering linked to the social, psychological and existential dimensions (especially the latter) is perhaps the most complex challenge that now needs to be addressed in this context [53] .
With respect to research in this field, a unified definition should facilitate a better conceptualization of the phenomenon and lead to an improved understanding of it. Greater clarity about the construct is likely to enable better communication both within and between groups of researchers. This improved communication should lead to descriptions of study populations and definitions used in research that are more precise and, therefore, make it easier to compare and even combine results. The close examination of the WTHD carried out in the present study highlights the need for further research in order to enable its early detection, to identify and assess factors associated with it, and to evaluate the response to therapeutic interventions.
Given that conceptual clarity is crucial for ethical and legal research, these fields should also benefit from the work reported here. Finding ways of easing end-of-life suffering expressed as a WTHD is a scientific, professional and human duty, and the consensus definition reached should go some way to achieving this goal.
